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Part 1: Definition of Persons with IDD



What defines Intellectual Developmental Disabilities

In 2016 10.7% of Massachusetts residents living in the community had some kind of 

disability.5

(MA Rehabilitation Commission, 2016)

● DSM-4: IQ at or below 70 

● DSM-5: More holistic view 
○ Social skills, ability to perform ADLs, 

Reasoning, Learning, etc. 1

● Onset during ‘developmental’ years 

● Can occur concurrently w/ physical 

disability (American Psychiatric Association, 2000)



How do we address 

people with IDD? ✅ Dos: 

● Use PERSON FIRST directives

● Focus on what the person can do

● If speaking to a person w/ IDD: 
○ Speak to the person first 

○ Use their name

○ Incorporate into conversation & 

decision making processes as much 

as possible 

● Ask the person how they refer to 

their condition 

❌ Don’ts: 

● Refer to a person as mentally 

retarded or handicapped 

● Focus only on the person’s 

disability

● Speak only to the 

parent/aid/caregiver, ignore the 

person w/ IDD, act 

demeaning/condescending 



● General
○ Constipation (40%)2

○ Mental illness (31%)2

○ Epilepsy and seizures (up to 40%)3

○ Polypharmacy (up to 40%)7

○ Mortality3

■ Aspiration pneumonia (19x more likely)

■ Septicemia (3x more likely)

■ Influenza and pneumonia(6x more likely)

● Syndromes (30% of IDD population)
○ Down Syndrome4

■ Hearing and ocular problems (up to 50%)4

■ Hypothyroidism (15%)4

■ premature dementia and Alzheimers (20% by 40, 50% by age 60)2

■ Osteoporosis and musculoskeletal disorders4

Clinically relevant needs

http://md2jupiter.com/the-dangers-of-polypharmacy/



Social Risks

● Legal
○ Guardianship

○ Human Rights

● Sexual health
○ Educate patient on sexual health, STIs, consent, abuse and substance use

● Abuse
○ 60% increased risk of experiencing interpersonal violence2

■ Physical, sexual or caregiver abuse

■ Neglect

○ Mandated Reporting

■ Reasonable suspicion

■ Disabled Persons Protection Commission (DPPC)

● Ages 18-59



Disparities
● Access to Healthcare 

○ Limited to no formal training for providers

○ Lack of accessible facilities or appropriate instruments

● Poorer health outcomes, mortality, morbidity and quality of life
○ Life expectancy 15-20 years shorter than general population3

○ Lower rates of preventative care and screening

■ Mammography (59.6% screened versus 84.9% MA general population)

■ Colorectal cancer (17% screened versus 21% general population)

○ Oral Health

■ 32.2% untreated caries, 80.3% periodontitis, 10.9% edentulism6

● Research Gap
○ Exclusion of participants with IDD

○ Few studies focusing on IDD population



Service Project



Part 2: Exploration of 

Interprofessional Teams



Provide medical care 

including prescribing or 

administering meds. 

-Doctors (Primary Care, 

Specialists), Nurses, Dentists
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Provide social interaction, 

emotional support, and help 

with ADLs. May or may not have 

additional training

-UAPs in group homes or day 

programs*, family, community workers 

Community 

Services 
Help coordinate and provide 

community resources for 

individual & family.

-Dept. of Developmental Services, 

Case Managers, Care Coordinators

Provide therapeutic 

intervention in a specific 

area, no meds. 

-PT, OT, SLP, Nutrition, Psychology 
Licensed Medical 

Personnel 
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*Can give meds w/ MAP 

training

Interdisciplinary 

Care for 

Individuals w/ 

IDD



Interprofessional Teams in Worcester and Greater Boston



Interprofessionalism is key! 

What can these potential 

team members provide?

○ Services that you wouldn’t 

otherwise be able to provide

○ Different breadth of 

knowledge

○ Different resources



Part 3: Population Health 

Advocacy for People with IDD



● On what levels can we advocate?
○ Personal

○ Professional

○ Political

● Largest impact of healthcare changes
○ Lawsuits against the state of MA guaranteed future funding

■ Rolland v. Commonwealth - 1998

■ Olmstead v. LC 1999 - National

■ Ricci v. Okin 1972

● What can we advocate for?
○ Reducing disparities in access to care

○ Improve quality of care

○ “Behavioral issues” are not always expression of disability

○ Communication

○ Longer appointments with adequate reimbursement 

○ Funding for IDD community resources (schools, day programs, etc)



Advocacy Groups



Key Takeaways: Areas for Provider Advocacy

The needs of patients with I/DD differ from those of the general population

● Higher risk of aspiration pneumonia/speech and swallow disorders

● Special requirements for the dispensing of medication

● Polypharmacy with severe risk of adverse side effects
○ Constipation

● Speaking to patients directly and listening to caregivers

● Patient transportation

● Patient goals and capabilities
○ Artwork

○ Employment

○ Mobility
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Thank you!


